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Abstract
The well sibling experience of a severe mental illness (SMI) is a wildly understudied
component of behavioral health research. This should not be so: siblings can share a genetic
makeup, similar upbringings, and value systems, and often remain voluntary, unofficial
caregivers of their ill sibling. Through autoethnography, this writer seeks to understand her
relationship with her ill brother and the ways that it has been affected by his SMI. This study
aims to illuminate the experience of the well sibling in order to better assist practitioners and
policy makers alike. Furthermore, this research hopes to inspire others to explore their stories of
SMI and discover what healing they can obtain from doing so.
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Introduction
Schizoaffective disorder is relatively rare: according to the National Institute of Health
(2018), it is less common than schizophrenia or bipolar disorder. However, it is often difficult to
diagnose and can even be underdiagnosed (National Alliance on Mental Illness [NAMI], n.d.).
Thus, studies such as those from Finland which estimate that three in every 1,000 people live
with schizoaffective disorder serve only as a tenuous grasp on its actual presence (National
Institute of Health, 2018). Regardless of its prevalence, it’s symptoms and chronicity make it an
indisputably severe illness. Schizoaffective disorder manifests both the psychotic symptoms of
schizophrenia alongside the affective symptoms of a mood disorder (National Institute of Health,
2018). It is further characterized by at least one of the following: hallucinations and/or
delusions, catatonia and/or disorganized behavior, major mood episodes, anhedonia (loss of
interest or pleasure), and avolition (loss of agency/volition) (American Psychiatric Association,
2013). These symptoms coalesce to create significant hardships in social, emotional,
occupational, and functional life capacities (American Psychiatric Association, 2013). Many of
those diagnosed with schizoaffective disorder succumb to suicide (Ventriglio et al., 2016), while
others simply evaporate into the blur of the homeless population (MacGregor, 1994).
Severe mental illness (SMI) robs a person of her sense of safety, much of her personal
autonomy, her cognition, and even her long-term health (Piat, Sabetti, Fleury, Boyer, & Lesage,
2011; Torrey, 2019). Most people living with SMI are receive government disability benefits or
unable to work and are therefore placed on the bottom rung of the economic ladder (Rudnick et
al., 2014). Her finances can prevent them from participating in social events, from eating
nutritious foods, or from choosing where to live (Rudnick et al., 2014; Torrey, 2019). She have a
high likelihood of becoming a victim of a crime (Goodman et al., 2001), of struggling with
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substance abuse (Buckley, 2017), or of being incarcerated
rather than clinically treated: especially when a crime was
committed during a psychotic episode (Lamb &
Weinberger, 2011). Those with SMI are more likely to
die at a younger age than the general population and
experience more comorbid physical health problems than
the average person (Edmunds, 2018). Their aging years
are often spent battling more health issues than their peers
with fewer resources available to them (Cummings &
Cassie, 2008; Cummings & Kropf, 2011). In essence,
those with SMI are “economically, social, and culturally
marginal to the communities in which they reside”
(Horwitz & Mullis, 1998, p. 120).
My brother, Michael, has been living with
schizoaffective disorder for the past eighteen years. (It
should be noted that all names used in this paper,
excepting mine, are pseudonyms which serve to protect
the bearer’s anonymity). Although he has lived
independently at different times throughout the course of
his illness, he currently lives with my parents. This can be
a typical arrangement for those living with SMI:
according to the landmark 2016 study by the National
Alliance for Caregiving, almost half of all mental health
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I don’t even remember how she
opened the conversation for sure,
but knowing my mom, it would
have been something like this:
It would have started with a sigh.
“Laura, I just wanted you to know
that the doctors have a diagnosis for
Michael.”
“Oh, ok. Yeah?”
“Yes. He has schizoaffective
disorder.”
I remember the jolt that went
through my skin. I had heard of
schizophrenia. Back in Iowa, my
favorite haunt had been the local
bookstore, literature section. I
remember fingering the spines of
Dostoevsky’s novels, pausing at one
title that stood out to me. I slid it
away from its partners and read the
synopsis on the back. The Idiot, a
story about a man who lived the
goodness he believed in and was
punished for it. I held this book in
my arms as I pulled out another:
The Double, a story about a man
whose doppelganger embodies
everything he is not; a story of
emergent schizophrenia. I put The
Double back and I purchased The

Idiot.
I had heard of schizophrenia, but
not of schizoaffective disorder.
“What’s that?” I ask my mom.
“Well,” she said, choosing her
words carefully, “it’s like
schizophrenia but with severe
depression.”
“Oh,” I said. At the time I figured:
good. They have a diagnosis. Gone
are the days of Dad and Michael
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care recipients live with their unpaid caregivers. These
caregivers, usually parents, will also manage medications
and doctor appointments, and provide transportation, basic
housekeeping, and financial support (National Alliance for
Caregiving, 2016; Sadath, Muralidhar, Varambally,
Gangadhar, 2017). For many, family support is crucial to the
wellbeing of an individual with SMI. Some even surmise
that the level of a family’s supports following a diagnosis of
SMI is more indicative of an individual’s prognosis than the

fighting in the basement. Gone are the
days of Michael spending all day
slumbering in bed; gone are family
dinners fraught with tension. They
have a diagnosis.
“Yes,” Mom said.
At the time, I didn’t know what Mom
must be feeling. I didn’t know that
schizoaffective disorder was a life
sentence, that this diagnosis was not
an end, but a beginning; a terrible
preface to a book that no one wants to
read.
Figure 1. Personal Reflection A

severity of the illness itself (Addington, McCleery, Collins, & Addington, 2006).
Despite its pivotal importance, the role of the family is usually understudied and often
overlooked. Historically, families have fallen out of vogue in the study of mental illness: some
researchers conjecture that this is because of the damage done by 20th century researchers who
believed that all mental illness found its roots in absent mothers (Lukens, Thorning, & Lohrer,
2004). In the 21st century, we have repudiated such beliefs to the point that the blame has shifted
from the caregiver to the ill person and the focus lies on the burdens that those with SMI place
on their families (Chen & Lukens, 2011; Lukens et al., 2004; Morrison & Stomski, 2017;
National Alliance for Caregiving, 2016). Like a swinging pendulum, the research has gone from
problem to problem, and a happy medium, in which the needs of each family member are met
with compassion, has yet to be found.
It is my belief that the best place to start looking for this balance is within the sibling
relationship. Siblings share a unique bond: this relationship is naturally egalitarian and
(especially as siblings reach adulthood) usually voluntary (Feinberg, Solmeyer, & McHale, 2012;
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Walker, Allen, & Connidis, 2005). They share their own unique family histories, cultures,
values, and traditions (Burbidge & Minnes, 2014; Stålberg, Ekerwald, & Hultman, 2004; Walker
et al., 2011). Their gene pool can overlap by as much as 50% (Feinberg et al., 2012). Walker et
al. (2005) noted that “siblings influence each other’s thoughts, feelings, and actions even without
being present” (para. 47).
In the context of mental illness however, this sibling bond may feel more contested.
Many families, and even many siblings within the same families, react to the needs of their
sibling living with SMI differently (Horwitz, Tessler, Fisher, & Gamache, 1992; Lukens et al.,
2004; Rosetti & Hall, 2015). The symptoms of SMI and the functional fallout it brings can be
frightening and disturbing, as well siblings wonder what happened to the brother or sister they
once knew (Stålberg, Ekerwald, & Hultman, 2004). “Survivor’s guilt” (Lukens et al., 2004, p.
495) may plague the well sibling, as well as a fear that she could pass this illness on to her own
future progeny (Lukens et al., 2004; Rosetti & Hall, 2015). Furthermore, there is often an
unspoken expectation that once the caregiving parent(s) pass(es), the well sibling will assume
caregiving responsibilities (Burbidge & Minnes, 2014; Choi, 2018; Horwitz et al., 1992; Rosetti
& Hall, 2015). The burdens placed on the well sibling are heavy, but the positive contributions
that they can make to their ill sibling’s life, when properly supported, are irreplaceable. The
purpose of this research is to determine how to best support the well sibling, who in turn can
support the ill sibling. The literature already shows that well siblings participate in the care of
their ill sibling for a variety of reasons; it does not state what well siblings need from their
support network and ill sibling, to continue their efforts. Through careful autoethnographic
research and analysis, I hope to start filling in the gap.
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Literature Review
The Well Sibling
According to some social scientists, I would be termed the “well sibling” (Leith, Jewell,
& Stein, 2018), but I feel like this is a bit of misnomer. Mental illness “runs in the family”
(McDaniel, Rolland, Feetham, & Miller, 2006, p.118) and is thus as much a part of me as it is for
my brother: my own mental health story has included ten years of diagnosed symptoms, seven
therapists, six different medications at varying doses, three different types of insurance, a wildly
supportive partner, and a patient family.
The ambiguity I experience surrounding the definition and status of well sibling is
emblematic of the term itself. According to Rolland and Walsh (1996), my own illness does not
preclude me from the well sibling status, since all family dynamics are rooted in both interaction
and context. In my context, my brother is more ill than I, as he experiences more severe
symptoms and has more functional impairments. Leith et al. (2008) add that because I assist in
caregiving duties, I am necessarily the well sibling.
This is an imperfect and lacking definition. Research shows that well siblings experience
more depression, personality disorders, and behavior maladjustment, both in childhood and adult
life, than their peers (Leith et al., 2018; Tritt & Esses, 1988). Well siblings frequently feel an
overwhelming pressure to succeed, perhaps to compensate for their ill sibling (Young, Bailey, &
Rycroft, 2004). In the eyes of others, especially those of potential partners, well siblings can also
be carriers of a gene-related illness, thereby reducing their desirability (McDaniel et al., 2006;
Stålberg et al., 2004).
From a social practice lens, we expect that the well sibling would characterize sensitivity
and hope towards any ill or underprivileged person. Research by Rosetti and Hall (2015)
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concurs, demonstrating that well siblings do tend to exhibit a strong sense of responsibility and
sympathy for others. Many well siblings anticipate caring for their ill sibling after the parent or
primary caregiver passes (Horwitz et al., 1992). Nonetheless, despite both the general character
and role of the well sibling, few social policies include sibling care or even accommodate it
(Meltzer, 2017). Well siblings and their experiences are minimized, in both research and social
policy. The expectations placed upon them, however, continue to grow.
Illness is my context as well as my brother’s. It has shaded the memories of our lives
before both our diagnoses and it boldly outlines the shape of our current realities. Often, I
believe that our futures too will carry the weight of this same shadow. For now, it suffices to say
that we associate the well sibling with both success and failure, caretaker and sideline
participant, healthy and sick.
The Ill Sibling
If the well sibling is difficult to describe, so too is the ill sibling. As mentioned earlier,
the literature on siblings and SMI is sorely lacking and slim. However, there is more research on
siblings and other chronic conditions, such as cognitive and developmental delays. This paper’s
definition of the ill sibling will be aided by literature that includes this more general
understanding of chronic conditions.
From these more general studies, we have learned that the ill sibling is typically
characterized by needing assistance with many activities of daily living: i.e., ferrying to and from
activities and doctor appointments, arranging nutritious meals, and completing cleaning tasks
(National Alliance for Caregiving, 2016). In most cases, the parent takes on the roles that are
associated with more personal or intimate transactions, such as medication distribution, financial
management, and toileting (Meltzer, 2017). Siblings, conversely, are more likely to ensure that
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more general tasks like socialization of their ill sibling are accomplished (Burbidge & Minnes,
2014).
The caregiving duties beg the question: Are ill siblings truly able to participate in a
reciprocal relationship? Research in this regard is mixed. Some researchers would say no:
Horwitz (1993) noted that because ill siblings cannot ever return favors “in kind” (p. 150), any
relationship with them is necessarily inequitable. For some, this lack of “bidirectionality”
(Burbidge & Minnes, 2014, p. 150) would limit an ill sibling’s ability to be a sibling at all: she
would be ill, and perhaps even extraneous to the family system.
Conversely, Stålberg et al. (2004) purposely chose the word “bond” (p. 448) because the
emotional connection between siblings, even within mental illness was enough to
(metaphorically) adhere them together, to create a bond. It is from this emotional bond that
families create their own senses of worthwhile-ness, even within the multiple demands of
caregiving. This viewpoint challenges the capitalistic vantage of Horwitz (1993) and encourages
well siblings to understand their bond at a deeper level than simple reciprocity or cultural
expectation. Meltzer (2018) writes that siblings bonds are further cemented in the “everyday
relations where they [the siblings] talk and act with each other and experience perceptions and
feelings about each other” (p. 1229). In other words, siblings are created in relationship, not in
reciprocity.
Terminology of the ill sibling. In defining the ill sibling, concerns also arise about the
terminology of the person living with the chronic illness: i.e., should she be referred to as
“disabled” or “ill” or “impaired”? “Disabled” could be taken as a political term, relating to the
state benefits that are owed to the person with a life-disabling condition (United States
Department of Justice, n.d.). Meltzer (2018) writes that “disabled” also refers to the body that is
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circumscribed by social forces and the dis-abling condition these forces impose. “Impaired” is
the term that typically refers to a dimension of functioning that is absent in a person with a
disability (Centers for Disease Control and Prevention, 2017).
For this paper, I have chosen to use the word “ill,” primarily because it highlights the
biological origins of mental illness (NAMI, “Schizophrenia,” n.d.). This biological origin is
often overlooked in our society: it is well documented that Western cultural often views mental
illness as a character flaw and/or indicative of weak will, rather than a treatable condition
(Horwitz & Mullis, 1998; National Alliance for Caregiving, 2016; Rudnick et al., 2014).
Furthermore, we now know that mental illnesses are the result of a combination of genetics,
individual brain chemistry, environment, and sometimes substance use (NAMI, “Schizophrenia,
n.d.). Thus, by emphasizing Michael’s illness in this paper—not his disability nor his
impairment—I hope to rectify an inaccurate social norm.
Family Response to Severe Mental Illness
Following the diagnosis of a severe and chronic mental illness, families can experience a
variety of reactions, including anger, grief, fear, and uncertainty (Richardson, Cobham,
McDermott, & Murray, 2013). In a family system, the feelings of each individual member
impacts other members, or as Rolland and Walsh write (2009), “family members are interrelated
such that each individual affects others and the group as a whole and in turn affects the first
member in a circular chain of influence” (“Mutual Influences”, para. 1). Thus, in order to
understand the experience of a well sibling following the diagnosis of a SMI, it is important to
also look at each family member’s experience.
Parental response to SMI diagnosis. The parental response to a SMI diagnosis has been
documented before: although the research is not extensive, it has a strong and consistent
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presence. As early as 1992, the American Journal of Orthopsychiatry was exploring marital
satisfaction between parental caregivers of those with SMI: it found that it was sorely lacking
(Cook, Hoffschmidt, Cohler, & Pickett, 1992). In 1994, MacGregor implored providers to have
greater compassion for the parents of those living with SMI. Penzo and Harvey (2008)
contextualized parental grief following a SMI diagnosis within the Kübler-Ross framework; in
2013, Richardson et al. launched a qualitative analysis of parental grief experiences.
The wide interest in parental experience following mental illness could be ascribed to any
number of variables: i.e., the likelihood of parents acting as primary caregivers, the tendency of
parents to seek out external resources to assist them in their duties, or even just their own unique
perception of loss (MacGregor, 1994; National Association for Caregiving, 2015). It could be
because parental grief following a SMI diagnosis is ambiguous: the person may be physically
present, but is psychologically absent (Boss, 2006). The pain of ambiguity is further
compounded, since because the person is still physically present, the loss is invisible to the
community at large (MacGregor, 1994). Despite the social invisibility, the pain felt by parents
can be quite visceral: as one mother said, “You are not hit with the pain all at once, but
gradually, always” (Young et al., 2004, p. 188).
Unintentional consequences of parental grief on the well sibling. Although parental
grief is undeniable and even justified, it does not exist within a vacuum. Family systems theory
reminds us that families are constantly adjusting to one another (American Sociological
Association, 2015). This means that well siblings necessarily adjust their behavior in response to
the grief of a parent.
One of the first expectations of the well sibling is to remain the well sibling: to not only
refrain from exhibiting symptoms of poor mental health, but to refrain from causing trouble in
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general. Lukens et al. (2004) writes, “In an effort to neutralize the . . . turmoil associated with
the presence of mental illness in the family, sanity [becomes] a responsibility and an end in
itself” (p.495). For one sibling, this mandate manifested in his acting as therapist to his entire
family system; he had to be not just sane but an exemplar of sanity (Lukens et al., 2004). This is
role reversal, or parentification, at a high level (Bellow, Boris, Larrieu, Lewis, & Elliot, 2005),
and it can cause extensive damage to individual members and to the family unit (Tomeny, Barry,
Fair, & Riley, 2017).
Implicit in this parentification is the expectation that the well sibling capitulates her own
needs to the need of the ill sibling. One well sibling recalled telling her mother that she needed
some assistance, only to be turned away with the response, “I know you need [me], but your
sister needs [me] more” (Lukens et al., 2004, p. 494). To be fair, a parent has only so much time
and energy in any given day, and the needs of a person living with SMI are complex and time
consuming. A well sibling may understand this at a cognitive level; on an emotional level, such
a rejection will still sting.
There is also the looming concern of caregiving once the parents have passed. The
ambiguity of this concern is considerable: many siblings believe that they have a future duty to
ensure the safety and wellbeing of their ill sibling, but few current caregivers have explicitly
asked or prepared for such a transition of care (Horwitz et al., 1992). According to a survey by
the National Alliance for Caregiving (2016), 35% of primary caregivers did not have a plan for
the care of their loved one should something happen to them (p. 37). This lack of clarity opens
the door for tension and confusion, especially since well siblings are likely to already have many
demands on their time (Horwitz et al., 1992).
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Ill sibling response to SMI diagnosis. It is difficult, but not impossible, to delve into
the experience of the person diagnosed with a SMI. The literature on this subject is particularly
slim. Perhaps this is because the negative symptoms of schizophrenia, or “the symptoms that
disrupt normal emotions and behaviors” (National Institute of
Health, n.d., para. 5), cast doubt on an ill person’s ability to
process her illness the same as a well person might.
Nonetheless, this is an unjust assumption: barring an active
episode of psychosis, most people living with SMI do
experience loss and grief as a result of their illness (Wittman
et al., 2010). For instance, Wittman et al. (2010) found that
those living with SMI cited losses in “work, and education,
relationships, an ability to think clearly, and a sense of self”
(p.36). They understand themselves to be “at the bottom rung
of society” (Rudnick et al., 2014, p. 152) and endorse feelings
of “powerlessness” (Stanton & Skipworth, 2015, p. 159).
Furthermore, those living with SMI are aware of how
their illness has affected their family. According to Wittman
et al. (2010), 50% of study participants believed that their
family saw them as functioning “less well” (p.35) upon the
onset of their illness; another 17% expressed uncertainty
regarding whether their family understood their illnesses or its
effects on them. Those with SMI are already abandoned by

Sunday morning Mass in a small town
in Minnesota, six years after Michael’s
diagnosis, and I was struggling with
my newborn and not-quite two-yearold. My eyes flitted over to a pew a
few rows ahead of me. Strange as it
sounds, I saw Michael in front of me, a
wife and daughters by his side. Or
rather, it was Michael but it wasn’t
Michael: he had the same glossy black
hair and expansive posture, but my
Michael lived 300 miles away. NotMichael’s daughters played
impatiently with his fingers; I briefly
envisioned a playdate for our children.
Then with a lurch, I realized that my
Michael could not be standing in front
of me, that he did not have children,
that he could not have made the trip
from Iowa to Minnesota alone.
I uttered an expletive under my
breath, aimed at this awful illness. It
had taken away so much more than
my Michael; it had taken away a sisterin-law, nieces, and a relationship based
on similar life courses and
circumstances. It had taken away a
large portion of my family; ones
whom I could imagining entering it
and removing the ones I already knew
to his primary care. Anger clenched
my heart. To this day, I’m still not
sure if it has ever let go completely.
Figure 2. Personal Reflection B
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the world (Torrey, 2019). How terrible to wonder if you are also abandoned by your family.
Well sibling response to SMI diagnosis. The literature on well sibling responses to
another sibling’s SMI diagnosis is also slim, especially when compared to the literature for
parental reactions. Thus, I will again be relying on studies that include sibling reactions to a
range of chronic conditions on the cognitive, developmental, or intellectual spectrums. There are
differences, of course: for instance, a developmental disorder is often known from birth, whereas
a SMI diagnosis is typically made on the cusp of young adulthood (Seltzer, Greenberg,
Wyngaarden Krauss, Gordon, & Judge, 1997). However, the consequences of these chronic
conditions can be very similar for siblings. These consequences include that which we have
already discussed, such as parentification, as well as feelings of guilt, resentment, shame, anger,
fear, and grief (Horwitz, 1993; Horwitz & Tessler, 1992; Leith et al., 2018; Lukens et al., 2004;
Rosetti & Hall, 2015). There can also be consequences that lean more positive, such as feelings
of love, joy, and pride (Lam, Solmeyer, & McHale, 2012; Stålberg et al., 2004).
It should first be noted, however, that no single reaction is always true for all siblings, or
even some of the time for some siblings. Each sibling’s reactions are complicated by variables
such as ever-shifting family dynamics, the well siblings age at the time of diagnosis, familial
ethnic backgrounds, or other obligations the well sibling may have (Horwitz, 1993; Horwitz &
Reinhard, 1995; Horwitz & Tessler, 1992). Furthermore, the chronicity of SMI necessarily
means that a well sibling’s primary emotional experience will change as the well sibling moves
through her life cycle (Rolland, 1994). The impact of how the family life cycle informs the well
sibling experience will be discussed in greater detail within the conceptual framework.
Guilt and resentment. Guilt refers to the well sibling’s experience of irrational shame in
the wake of a sibling’s illness, especially within the context of positive life advancements
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(Lukens et al., 2004; Rosetti & Hall, 2015). For instance, one sibling stated that in order to be
able to move on in her own life, she had to “run away” (Rosetti & Hall, 2015, p. 128). Lukens et
al. (2004) highlighted another sibling, who stated, “‘You start to feel like, my problems are so
inconsequential. She’s mentally ill, she’s schizophrenic for god’s sake. I had a bad day at work,
how can you compare the two?’” (p. 492). Guilt can also refer to the feeling experienced by the
well sibling when she believes she is expected to care for the ill sibling a level higher than she
believes that she is capable of (Leith et al., 2018). No matter how it manifests, guilt can eat
away at the well sibling’s sense of personal worth.
Resentment, or the feeling of undue burden, pairs closely with guilt. Resentment can also
be linked to the well sibling’s experience of caregiving expectations and her own limited
resources. Even if the well sibling ran away (as cited above), there are still expected emotional
caregiving needs (Lukens et al., 2004). One sibling recalled a phone conversation in which she
shared with her mother her excitement over a trip she had taken. Her mother simply admonished
the well sibling for not calling her ill sibling during her absence (Lukens et al., 2004).
Resentment is borne from situations such as these, when resources are limited and well sibling’s
claim to her portion of these resources is ignored.
Shame and anger. Well siblings can also undergo feelings of shame and embarrassment
about their ill sibling. This can be related to the stigma that is culturally associated with SMI and
those who live with one (Corrigan & Kosyluk, 2013; Corrigan, Watson, Byrne, & Davis, 2005).
Those living with SMI can be characterized by society as strange, dangerous, intense, oddball,
and socially awkward (Corrigan et al., 2004; National Alliance for Caregiving, 2015; Thompson,
2007). Well siblings state that they find it difficult to field questions from others about their ill
sibling; whether the well sibling is “reflecting on the risk that [her] ill sibling would feel
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ashamed or whether it is [the well sibling who is] ashamed to have an ill sibling” is uncertain
(Stålberg et al., 2004, p. 449). Regardless of the ambivalence, one thing is certain: inequity is
once again placed within the sibling relationship and the sibling who lives with SMI is placed on
a rung of pity, rather than parity (Corrigan & Kosyluk, 2013).
Anger is one emotion that is not well documented in the literature. Stålberg et al. (2004)
hypothesize that well siblings often feel as though they are not “allowed” (p. 448) to feel anger;
thus, they could be reluctant to mention it. However, Stålberg et al. (2004) do mention that
anger could also be masked as frustration. One well sibling stated that his mother often bore the
brunt of his sister’s symptoms, which angered him: “she [the mother] sure as hell doesn’t deserve
that” (p. 449).
Fear and grief. Well siblings’ fears surrounding SMI usually circumscribed three distinct
circumstances: the first two circumstances being that the well sibling would fall ill herself or
pass the illness along to her children (Lukens et al., 2004). One sibling described a dream in
which she was being dragged away to be hospitalized (Lukens et al., 2004). Another sibling
stated that she was “paranoid” that she would develop schizophrenia (Stålberg et al., 2004, p.
452). When one well sibling’s brother was diagnosed, he stated, “I got worried about my kids.
That was my first thought” (Stålberg et al., 2004, p. 452). In the study conducted by Lukens et
al. (2004), only two of the 19 participants had decided to have children: those without cited fear
as a factor in their choice to be child-free.
There is also the third fear-inducing circumstance, that of the ill sibling’s potential for
violence. One well sibling recalled with vivid clarity the day forty years previous when her ill
sibling chased her with a butcher knife (Lukens et al., 2004). Another sibling stated that she was
simply waiting for the phone call that would inform her that her brother had died by suicide
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(Lukens et al., 2004). And even though the association between SMI and violence is weak
(Corrigan & Watson, 2005), caregivers have reported that one of the most stressful components
of their job can be keeping their loved on from exhibiting behaviors that could be construed as
“disruptive, assaultive, [and] socially inappropriate” (Thompson, 2007, p. 318).
Grief for some well siblings can be related to the loss of “an earlier sibling relationship”
(Stålberg et al., 2004, p. 451). In this earlier relationship, pain and inequity were not defining
features of their bond. “‘It’s the sorrow that’s the hardest,’” one sibling said, “‘that someone you
love has to suffer so much’” (Stålberg et al., 2004, p. 448). Siblings who struggle with
unresolved grief can be more likely to struggle in establishing an independent life away from
their ill sibling and usually will take on the most caregiving duties (Leith et al., 2004; Stålberg et
al., 2004).
Love, joy, and pride. In Stålberg et al. (2004), love was cited by the well sibling as “the
reason for helping and supporting an ill sibling” (p. 448) and it “made the situation of having a
mentally ill sibling easier” (p. 453). Love within a sibling usually hearkens back to the bond that
siblings shared before the SMI (Stålberg et al., 2004): after all, siblings are often those with
whom we first “argue, share secrets, and negotiate” (Lam et al., 2012, p. 1658). Love was also
closely linked to empathy and shared a positive correlation with well sibling involvement levels.
Some siblings report that by enacting a relationship with their ill siblings, they can forge
feelings of joy, and even pride, amid a difficult situation. Burbidge & Minnes’ (2014) study of
adult siblings of those with developmental disabilities noted that siblings reported happier
relationships with their developmentally delayed siblings than with their well siblings. Meltzer
(2018) spoke to the happiness and pride that was shared between a sister and her intellectually
disabled brother when she created an opportunity for him to take on the older brother role which
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he so desperately craved. I was not able to find any research on joy specifically related to its
place within a sibling relationship that is colored by SMI.
Suggested Responses and Supports
As delineated above, the literature that exists is steeped in negative emotions, whereas the
emotions that can result from positive adaptations to the stress of an ill sibling are less studied.
Rolland (1994) theorized that successful familial adaptations to severe illnesses are dependent
upon positive familial organization and communication patterns, developmentally appropriate
boundaries, and the strength of a shared family belief system. Rolland (1994) writes further that
when a family is “confronted by illness and disability . . . [they] should aim, above all, to deal
with the developmental demands of the illness without forcing family members to sacrifice their
own or the family’s development as a system” (p. 123). Obviously, this is a significant demand
for a family already struggling with the fallout from a SMI diagnosis; it is thus a small wonder
that the literature on positive adaptations is slim. However, there are steps that can be taken to
encourage healthy relationships, especially among siblings. These steps are outlined below.
Psychoeducation. Several researchers (Addington et al., 2006; Melamed & Gelkopf,
2013; Rolland, 1994, Torrey, 2019) have clarified how and why effective psychoeducation is so
important for families grappling with SMI. Torrey (2019) writes that “education is the most
important, and this should always include even small children in the family whose ability to
understand is much greater than most adults assume” (p. 311). Rolland (1994) states that
effective psychoeducation can further “normalize the . . . psychosocial strains for the entire
family in a nonpejorative, non-blaming manner that enables families to utilize psychosocial
assistance effectively and minimizes stigma and shame” (p. 199). Interestingly, research has also
found that family interventions have been show to “reduce relapse in individuals with psychosis”
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(Addington et al., 2006, p. 137). Furthermore, sibling participation within familial
psychoeducation gave family members an ability to “better . . . cope with the patients’ negative
symptoms and . . . [develop] better relationships with patients” (Melamed & Gelkopf, 2013, p.
135).
Although family education is promoted through agencies such as NAMI, it can be
difficult for families, and especially siblings to commit to this programming (Lukens et al.,
2004). Rosetti and Hall (2015) advise that sibling psychoeducation be specific to the sibling role
and especially pertain to their likely future caregiving duties. NAMI (n.d.) provides similar
education online via printable PDFs and discussion boards; this enables siblings to access these
resources at any time of day.
Open communication. One barrier to affirming family relation described by Lukens et
al. (2004) was that of isolation: one sibling stated that as her sister’s illness intensified, so did the
shroud of secrecy within the family (p. 494). This well sibling stated that she wished someone
had asked how she felt or have offered to help. Lukens et al. (2004) surmised that in this
instance, “the lack of openness seemed to snowball, creating increasing chaos within this
individual’s family for which there seemed to be no internal comprehension or access to external
assistance or formal support” (p. 495). Rolland (1994) wrote that in families “facing major,
long-term health problems, communication cannot regularly be left unclear or unresolved
without pathological consequences” (p. 71). Communication is critical to stabilizing the family
and ensuring that caregiving roles and family beliefs remain established and effective (Rolland,
1994).
Creating and respecting boundaries. It is critical for well siblings to create and
maintain boundaries. As was written earlier, it has been shown that siblings who are unable to
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separate their needs and emotions from their sibling are typically the ones who take on the most
caregiving duties and remain more susceptible to guilt, resentment, and burnout (Leith et al.,
2018; Stålberg et al., 2004). Boundaries within a sibling relationship enable the well sibling to
act upon other obligations she may already have, such as her own family, career, and/or social
life (Horwitz, 1992). Although this may limit the amount of time that a well sibling is able to
care for ill sibling, healthy boundaries can help reduce feelings of resentment and caregiver
burnout (Rosetti & Hall, 2015). Many well siblings have found that placing geographical
distance between them and their ill siblings’ aids in establishing clear boundaries (Rosetti &
Hall, 2015). However, geographical distance can make it more difficult for well siblings to
participate in the day-to-day activities of their ill sibling (Rosetti & Hall, 2015).
Conceptual Framework
No relationship exists within a vacuum: or as Rolland (1994) writes, “individual behavior
is to be viewed within the context in which it occurs” (p. 11). Siblings within relationships are
no different, and as the literature suggests, a healthy relationship between them can improve the
functioning of both. But how can clinicians encourage the well sibling, who in turn supports the
ill sibling? In order to answer that question, it is imperative that two theoretical frameworks are
first explored. These two theories, hermeneutical phenomenology and family systems illness
model, will form the path we walk to find our answer.
Hermeneutic Phenomenology
Hermeneutic phenomenology was formulated by Heidegger as the natural outgrowth of
his mentor Husserl’s phenomenology (Vagle, 2018). Hermeneutic phenomenology is composed
of two primary terms: hermeneutics, or the study of understanding or interpretation, and
phenomenology, or the study of our relationships with that which surrounds us (Vagle, 2018).
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Husserl and Heidegger both identified phenomena as “that which shows itself in the lifeworld”
(Vagle, 2018, p. 12); our “lifeworld” is the experiences that surround us and are in constant flux
(Vagle, 2018, p. 7-12). To take a basic example: according to these definitions, the computer
I’m writing this paper on, the fellow dinners at the coffee shop in which I sit, or the warmth from
the fireplace in front of me would all count as phenomena and they would each shed light on the
experience of paper writing. The difference between Heidegger and Husserl is that Husserl
would demand that I bracket these phenomena (computer, coffee shop, fire) as separate from
paper writing. Heidegger, conversely, would encourage me to understand the computer, the
coffee shop, and the warm fire as part of personal interpretation of what it means to write, yes, as
well as study and learn. In phenomenological terms, Husserl is worried about essences, whereas
Heidegger is concerned with manifestations (Vagle, 2018). Heidegger thus advocates for a more
inclusive view of experience and so augments the definition of the individual in question as well
as the broader implications of that person’s experiences.
In doing so, Heidegger made a revolutionary statement that the world around us impacts
our interpretation of it, and that our interpretation in turn affects the world. As Vagle (2018)
writes, all “interpretation is an ongoing act and that any interpretation . . . has to be made in
relation to the context in which [it] is in (p. 15). We understand, to some degree, a part by
looking at the whole; we understand, again to a degree, a whole by looking at the part. This
circular interpretation is embodied in Heidegger’s hermeneutic spiral (Figure 3, as illustrated by
Vagle, 2018, p. 33):

Figure 3. Hermeneutic Spiral

THE BOND WE SHARE

25

Of course, when we are focus on manifestations, we must understand that it is impossible
to incorporate every manifestation into our understanding of any given experience. For instance,
what about my overpriced chai or the February snow that falls outside as I write this? These too
are manifestations unique to my paper writing experience. It should thus be noted that due to
time, interest, or any other number of variables, a person is not going to be able to encompass
and employ every manifestation of a phenomena. Ergo, hermeneutic phenomenology is an
intensely personal and fluctuating philosophy, one that invites engagement but also realizes that
complete agreement is impossible. After all, chai is not everyone’s cup of tea.
The coffee shop/paper writing scenario is one phenomenon that can be successfully
explored using hermeneutic phenomenology. Mental illness as it is experienced within a sibling
relationship is no different. In fact, I would argue that hermeneutic phenomenology leads us to a
better understanding of sibling relationships within mental illness. Again, by understanding the
part, we can understand the whole; by understanding the whole, we can better understand a part.
In this instance, by understanding the well experience of SMI, we can understand SMI more
deeply; by understanding SMI more completely, we can better know the well sibling experience.
Further, hermeneutic phenomenology reminds us that even if one experience does not
encapsulate the entire universal experience of others, it remains valid and even desirable: it
opens the door to dialogue and engagement. In an arena like SMI, wherein those who live with
or are surrounded by it are consistently stigmatized and undervalued, the start of a dialogue is the
start of greater social justice.
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Family Systems Illness Model
The Family Systems Illness Model (FSIM), as it is encapsulated by Rolland (1994), and
Rolland and Walsh (1996) has as its primary assumption that when a severe illness emerges,
“families are relegated to the background . . .. they are not considered to need every bit as much
help [as the patient] with their suffering and pain” (p.2). Rolland (1994) was revolutionary in
terming the family as the “central unit of care” (p.2), rather than the patient. He emphasized
“early intervention that acknowledge[d] the importance and pain of all family members” in order
to “mobiliz[e] their potential as a powerful psychosocial unit in the treatment process” (p.2).
Rolland (1994) also believed that “a serious health crisis can awaken family members to
opportunities for more satisfying, fulfilling relationships with each other” (p. 10). However, the
inverse was also true: that a serious illness could potential dissolve a family unit, especially if
certain components of family life were weak, underdeveloped, or not appropriately addressed
within the context of illness (Rolland & Walsh, 1996). Four of these components are discussed
more fully below.
Communication. Ruesch and Bateson (1951; as quoted in Rolland & Walsh, 1996),
noted that “every communication has two functions: 1) a ‘content’ . . . aspect conveying factual
information, opinions, or feelings and 2) a ‘relationship’. . . aspect that defines the nature of the
relationship” (p. 1102). Both components of any communication are integral to communicating
information and worth to an individual in a family system. Furthermore, when a family system

THE BOND WE SHARE

27

can no longer communicate either component, “pathological
consequences or possibly dissolution” can occur (Rolland &
Walsh, 1996, p. 1102). Rolland (1994) especially encourages
family members to talk about that which frightens them most
and to pay attention to the relationships that appear “blocked
or distant” following the onset of an illness (p.72).
From a clinical perspective, it is imperative that
providers encourage families to communicate in healthy ways
that promote positive worth and information. Providers must
also recall that any number of barriers, from geographical to
social stigma, can prevent families from having a positive
dialogue (Burbidge & Minnes, 2014; Corrigan & Kosyluk,
2013; Rosetti & Hall, 2015).
Family belief systems. Family belief systems help
shape the way that a family acts in any given circumstance
(Rolland, 1994). Rolland (1994) states that family beliefs
determine what is normal, beneficial, shameful, and hated,
and are transcendent beliefs that guide family members in
daily life as they encounter life’s normative challenges” (p.
131). Family beliefs can include rituals and encoded family
scripts. They can be addressed, understood, and even shaped
through family therapy, individual therapy, and

Michael’s role in my research was a
question I wrestled with since I
entered graduate school. I knew that I
wanted to study those living with SMI
and I believed that intellectually
honest scholarship demanded that I
disclose any potential bias. I also knew
that my brother was private, and that
he had a right to be so. It was his
illness, after all. And yet, what echoed
in my brain was this: it’s my story too,
it’s my story too. I decided to use my
applied research semester to tell that
story.
My husband said: “What are you going
to do about Michael?”
“But it’s my story too!” I replied,
deflecting the question. “Besides, I’m
going to focus on the relationship
aspect of his illness, not on his
experience of it. I have a right to that.”
“You do,” he agreed. “I just hope
Michael doesn’t get too upset.”
He was right. And I was right. And
Michael was right. This was one of
those terrible, nitty-gritty, gray
situations that social workers find so
compelling and so frustrating all at the
same time. What were the ethics here?
In my heart, I wanted to tell Michael
about the project, even though I was
afraid that he would torpedo the
whole thing. I knew that his dignity as
a person required as much, and I did
not want to ruin the relationship we
had fought so hard for just for a grade.
And so, with the blessing of my
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psychoeducation (Rolland, 1994). In fact, molding
deleterious family belief towards inclusion and functionality
is an important social work role.
My own family belief system nearly prevented me
from writing this paper. My family leans towards silence: I
find myself getting tight lipped during confrontations with
my loved ones and I had no desire to upend this trend. Even
if I knew that this paper needed to be written, I constantly
turned over in my head the questions, what would Michael
think of this? Will he be offended by this interpretation? Do I
want, or does Michael want, others know about such and
such situation? Michael may have given me his consent, and
I may be aware of the importance of what I’m writing, but
that did not erase the constant battle with my own familial
belief systems.

research chair, I shakily dialed his
number on my way home from class.
I was turning onto I-94 when he picked
up. We chatted for a bit, and then,
taking a deep breath, I hurriedly asked:
“Hey Michael, so I want to ask you a
question. It’s my research semester
and—”
He cut me off.
“You can tell my story if you want,
Laura.”
“I can? Really?! Thank you, Michael.
That means a lot to me. And just so
you know, I’m trying to focus on how
being your sister has made me a better
person, and less on the hard parts.”
“No, really, it’s okay,” he said. “In fact,
I’m thinking of trying to find a way to
tell my own story.”
I congratulated him on this next big
step. If nothing else, I was grateful that
we would be working in tandem; I did
not expect anything else. But the very
next day, an email arrived from him
with the subject line: My Story.
I felt both our braveries that day.

Family life cycle development. It is also vital that
Figure 4. Personal Reflection C

any practitioner consider the life cycle stage in which a
family—and any given family member—is when a health crisis emerges. Family life cycles
narrate the passage of time within a family and help families and individuals define their roles as
each grow, change, and develop (Rolland, 1994). Major life points, such as adolescence, moving
out of the home, marriage, the creation of new children, launching children, and retirement,
require that individuals and families adjust their relationships, roles, and expectations, of
themselves and of each other (Rolland, 1994). When a health crisis emerges, a family draws
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inward in order to cope (Rolland, 1994). This necessarily means that any external social
development is prolonged or even stunted entirely, especially during a disease’s onset (Rolland,
1994). However, when an illness shifts from emergent to chronic, a family can correct its
developmental course (Rolland, 1994); a skillful clinician can be instrumental in guiding them.
Distress versus pathology. Rolland and Walsh’s (1996) FSIM also promotes another
concept crucially salient to my research; one that was not mentioned in Rolland’s (1994) initial
publication on FSIM. The concept is as follows: any experience of family distress does not
necessarily equate with family pathology. I would by no means typify my family as
pathological: for the most part, I had an idyllic childhood and still enjoy a positive relationship
with each member of my family. I’m certain that my upbringing had its foibles, just as I’m
certain that I’m an imperfect individual. That my family encountered the earth-shattering illness
of schizoaffective disorder does not mean that my family is broken. It does, however, mean that
we have encountered an illness that has drastically change the way that we interact with the each
other and the world around us.
Intersecting Theories
Like hermeneutic phenomenology, FSIM is fluid and variable, and both require that an
interpretation of any given event or experience be understood considering a family’s specific
context at a specific point in time. However, unlike hermeneutic phenomenology, FSIM utilizes
a systems-based approach: that is, it focuses attention on the specific variable of sociocultural
norms and standards. It allows for the imposition of meaning and morals upon a specific
experience and typifies people and events as positive/negative, salutary/unhealthy,
developmentally appropriate/developmentally stunted (Rolland, 1987; Rolland 1994; Rolland &
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Walsh, 1996). This judgment is contrary to the dialogue-based approach of hermeneutic
phenomenology.
Nonetheless, as I conducted this research, I found that both methodologies were
important, and that each played a critical role in my findings, interpretations, and clinical
recommendations. Furthermore, I am convinced that each methodology can inform the other,
enabling a robust answer to the question of how to best aid the well sibling.
Method
When I was eighteen, my dad handed me my first Moleskine notebook. “If you write in
this every day, Laura, I’ll buy you a new one when you fill this one up,” he said. I wrote
religiously, not just in my Moleskines, but also on napkins in coffee shops and on computers
during late night studies and in notebooks during too-boring college seminars. As I entered my
twenties and my sons were born, I wrote less, but I still found myself scribbling and typing
whenever I could.
Fortunately for this project, many of my writings corresponded to Michael and our
relationship. I still have most, if not all my old journals and computer documents (the coffee
shop napkins have likely disintegrated in the intervening years). Although I have never intended
to dispose of these journals, I also never meant to study them academically. At the time, writing
was my place to vent, to think, and to process. It was writing, not writings; a verb, not a noun. I
held onto my journals during my tumultuous young adult years because they described an
important epoch in my life: they were reminders of who I had been, who I was now, and where I
was going. As such they are unaffected and unaltered: and as such, they offer a supreme
opportunity to study the experience of SMI within a sibling relationship. The raw data that is
used in this study focuses on the years 2005-2009. These were the years immediately following
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Michael’s diagnosis and the years in which I was pursuing my undergraduate degree at a private
university outside of my home state.
Autoethnography
Autoethnography is an intensely vulnerable, laborious, and scholastic endeavor that seeks
to understand, analyze, and contextualize the personal experience of the research within a chosen
culture (Chang, 2008; Ellis, 2004). The term was first used in 1975 and has gone through many
iterations (i.e., evocative ethnography, self-pathography), but autoethnography is the definitive
term in current use: “even critics of the genre use it” (Ellis, 2004, p. 40). It combines two
phrases: auto-, or self, and -ethnography, or the study of a culture (Chang, 2008). For many,
autoethnography’s merits lie in the ability of the researcher to identify fully as a “native” of the
population in question (Ellis, 2004; Chang, 2008; Kanuha, 2000).
Authoethnography can trace its conceptual roots back to both feminism and
hermeneutical phenomenology (Ellis, 2004; Vagle, 2018). Feminism gave the practice its
unapologetic gaze; hermeneutic phenomenology teachers autoethnography how to interpret the
findings of that gaze (Ellis, 2004). As we have seen, phenomenology takes as a given that social
constructionism impacts a person’s experience. Autoethnography seeks to understand, to an
intense, personal degree, the depth of the culture in question and the ways in which it aids in the
development of that person’s reality. As Foster, McAllister, and O’Brien (2005) note, in
autoethnography, one is “both self and other . . . both subject and object” (p.6). Heidegger’s
hermeneutic spiral is given literary form when Ellis (2004) writes:
Back and forth autoethnographers gaze: first they look through an ethnographic wideangle lens, focusing outward on social and cultural aspects of their personal experience;
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then they look inward, exposing a vulnerable self that is moved by and may move
through, refract, or resist cultural interpretations (p.37).
In other words, autoethnography seeks to understand a part by understanding a whole, while also
seeking to understand a whole by understanding a part. In this paper, the “part” is my
relationship with Michael; the “whole” is the sibling relationship that is circumscribed by SMI.
Benefits of autoethnography. One of the benefits of autoethnography is its lovely
fluidity: the method aims to flow between the personal and the academic, the aesthetic and the
analytic, within itself. Although there are some who would like to subdivide the genre between
“evocative autoethnography” and “analytic autoethnography” (LeRoux, 2016), I would argue
that the best exemplars of the genre manage to do both. Evocative autoethnography, according
to Ellis (2016), hopes to elicit an emotional response; the analytical component allows the reader
to respond to that emotion with an appropriate framework (LeRoux, 2016).
Autoethnography also has the power to address social problems, such as siblings affected
by SMI, in a way that is accessible for both the lay person and the academic. Adams and
Manning (2015) state that “much academic writing is simply unreadable outside of a highly
specialized audience. Although the writing may have scholarly merit, it is questionable how
many people will benefit from it” (p. 359). The compelling prose of autoethnography intrigues
the average reader, while the analytical component engages those more scholastically oriented.
In doing so, it aids each and perhaps even reminds each of the other’s necessity.
One final benefit of the genre is the reflexive growth it initiates in the writer (Chang,
2008; Ellis, 2004; LeRoux, 2016). Autoethnography requires that the writer live intentionally
within her research and work reflexively with her data (Ellis, 2004; Vagle, 2018). Therefore, I
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know that even if my work is not disseminated on a large scale, it has created in me the workings
of an even more skilled practitioner.
Criticisms of autoethnography. There are some critics of autoethnography as a
scholastic endeavor. Foster et al. (2005) noted that many of her academic colleagues were
“bemused” or “awkward” (p.7) when she mentioned her autoethnographic project; Chang (2008)
writes humorously of when a relative told her that she
(Chang) was too young to write an autobiography. There is
a tendency to believe that autoethnography can devolve into
navel-gazing: strong methodology and ruthless reflexivity
should keep that temptation away. As Middlewood,
Luxford, and Crawford (2016) write, “not all personal
writing is of value” (p.205).
Another criticism surrounding autoethnography is
that of confidentiality. After all, when we identify and
implicate ourselves, we are necessarily identifying and
implicating others (Adams & Manning, 2015). Chang
(2008) suggests utilizing pseudonyms or composite
characters in order to protect subjects. In this paper, as
mentioned, Michael is a pseudonym, as are any other names
mentioned except my own. It is not foolproof, but it is one
step that can be taken to protect my brother’s privacy and
dignity. It will be interesting to see as the genre develops
what steps, if any, become mandated in order to protect

“Hey Michael, how’s it going?” I asked
my brother. It was one of our near
daily phone calls, but this time I had to
ask him an important question,
Although Michael had agreed to be
part of my thesis, my advisor and
committee members still felt that
protecting his confidentiality required
giving him a pseudonym in the paper.
I tried to explain as much to him.
“That’s okay, Laura,” he said. “I’m not
ashamed of my illness. You don’t need
to use another name.”
“I know you aren’t, Michael, and I’m
really proud of you for being so brave.
And, I also have to go with what my
advisors say. So unless you give me a
name, I’m going to choose Kurt.”
“Kurt?! Seriously, Laura? Kurt?!”
“Yes, seriously! Kurt, like from Sound
of Music Kurt. You need to come up
with another name if you don’t want
to be lederhosen Kurt.”
He started laughing. “Okay then,
what about Obadiah?”
“Michael! I am NOT naming you
Obadiah in my master’s thesis paper!”
I said, feigning shock.
“No, no, I really like Obadiah,” he said,
still chortling.
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Board approval was not required for this project; in the future,
it may be so.
Method Framework
As was noted, I had a significant amount of data with
which to work; specifically, there were eight journals and 182
Microsoft Word documents to analyze. The first step in my
method was paring down the data to that which spoke directly
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“Um, no. Our experience is supposed
to be normalized here, not hick-ified.”
“That’s not even a word, Laura. Geez,
and you’re supposed to be so smart,”
he teased.
In the end, he agreed to Michael, one
of the more popular names from our
generation. I still admire my brother’s
honesty and bravery, but I agree with
my advisors: Michael and the
relationship we have is too precious to
risk.
Figure 5. Personal Reflection D

about Michael and my relationship with him. This resulted in a more manageable amount of
data to analyze.
The next step was to look for specific examples of stories, dialogues, and notes that spoke
to the themes discussed in the literature review surrounding sibling relationships. Specifically, I
was looking for themes that explored the negative emotions experienced by the well sibling as a
result of her ill sibling’s SMI, the positive impact that siblings could have on each other, and
those experiences which established a sense of shared reality and bonding.
It is important to note that outside of appropriate data selection, there is very little in way
of established methodology for autoethnography. For this paper, I reviewed both Ellis’ landmark
2004 book on the subject, as well as Change’s 2008 book on the process of autoethnography. I
also reviewed countless articles on the subject and concluded that there is no “correct” way to
conduct this research. Some autoethnographers, such as Middlewood et al. (2016) conducted
their research by sifting through a memory box and selecting the pieces that fit within an
established framework. Others, like Wilbers (2015) utilized memories and composite
conversations to support a thesis. Borders and Giordano (2016) utilized alternating voices within
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a single text on a shared supervision experience. These examples merely scratch the surface of
the methodology. Chang (2008) did offer some helpful, practical advice: i.e., manage the data
during the collection (not after), label data sets. Yet she also advised that burgeoning
autoethnographers accept surprises and non-linearity.
Nonetheless, I intended to at least start this paper with some semblance of order. Before I
compiled the culled data into a single Microsoft Word document, I completed a pre-reflexive
statement, denoting what I believed I would find in the data. This is an important, established
qualitative research step that assists the writer in rooting out any potential biases (Grinnell,
Williams, & Unrau, 2016; Vagle, 2018). I completed the first reading of the data in its entirety,
to understand it as a holistic experience (Vagle, 2018). Then I returned to the beginning and
completed a line-by-line reading, while taking notes of “excerpts that appear to contain initial
meanings” (Vagle, 2018, p. 98). I transferred these notes to another computer document. I
repeated these steps of reading, note taking, and data transfer three more times and continued to
group thematic elements as necessary.
Vagle (2018) suggested that after so many line-by-line readings, a “post-reflexion
statement” should be complete (p.133). My post-reflexion statement compared what I thought I
would find with what I found. As will is noted in the discussion section of this paper, the final
themes that were discovered within this research were very different from my initial hypothesis.
The post-reflexion writing was a very useful tool in teasing out these differences.
Writing style. In the previous discussion on autoethnography, I noted that I used both
analytical and evocative styles of writing. Part of my bias towards this blurring of typologies is
simply because that is how I write and how I’ve always written. The data used in this research is
often framed with dialogue and stories; in this paper, I’ve structured story into the textboxes
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while maintaining a mostly academic tone within the primary text. This blurring should not
affect my writing’s reliability or validity. In the case of the data, the evocative writing was never
meant to be used academically: its purpose was just so I could better understand an experience I
had undergone. Therefore, it was as factual as I could make it. In this paper, I use evocative
writing to add emphasis on analytical components, rather than to establish analytical
components.
Citations. Because there is no set form for autoethnography (Chang, 2008; Ellis, 2004),
determining how to best cite my journal entries was a task. At first, I initially planned on
including the line numbers culled from my multiple line-by-line readings. However, since the
primary data was not going to be used within an appendix, line numbers were useless. My
advisors suggested simple citing by my last name at the time of the writing, followed by the year
that each journal entry was written in. I decided to follow their advice, but with a twist: my last
name has since changed, while my brother still has the name I used to carry. Thus, in order to
protect his anonymity, I decided to use “author” in place of my last name within a citation.
Pronouns. Further, it should be observed that throughout this paper, I used “she” as the
third person singular pronoun. English lacks an official gender-neutral pronoun: ergo, it is up to
the discretion of the writer to find a way to express it. “They” and “their” is, to me, clunky.
“She” is not gender neutral (any more than “he” is), but I have chosen it for two reasons.
The first is that autoethnography is deeply indebted to feminist theory (Ellis, 2004). I
may not be using this theory as a conceptual framework for this research project, but it remains
embodied within the method. The second reason is that femininity as a gender expression also
remains embodied in me: the person studying the phenomenon of ill/well sibling dyads, as
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expressed in my life story. By claiming my story, even within small linguistic alterations, I hope
to encourage others to claim theirs as well.
Results
Initially, I anticipated finding themes which illuminated the following topics: the negative
emotions experienced by the well sibling as a result of her ill sibling’s SMI, the positive impact
that siblings could have on each other, and those experiences which established a sense of shared
reality and bonding. These were not the themes that resulted from the data, however. Instead,
the data results could be divided into these four main themes: the emotions of the well sibling
towards the ill sibling, the well sibling’s experience of the ill sibling, the well sibling’s
experience of the family system, and the ways in which the well sibling attempted to manage
these new emotions and experiences.
Primary Emotions of the Well Sibling
As may be expected, the early stages of my brother’s illness were a time fraught with
emotions for me as well. The primary emotions that I felt as a well sibling are outlined below.
Uncertainty. As Michael’s illness became manifest, I observed the symptoms of it, not
knowing what I was seeing. I wrote my own definitions instead: “[we] are to excuse his
behavior: he is mentally ill. He cannot control his tones, his words, his actions and thoughts and
behaviors. He is mentally ill. He is irrational because of it. He yells like a three-year-old
because of it. He cannot handle social situations because of it” (author, 2006). I noticed the way
he spoke: “Michael’s speech betrays a man confused, anxious (not so much afraid)” (author,
2006) and “It’s amazing the pauses and stutters he puts up with: are these the effects of the
medication?” (author, 2007). When he graduates from college, I write, “I wonder what will
come after this” (author, 2007). At one point I wonder if the poetry he sends me is not poetry but
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the disease writing to me: “I see Michael as he is in his poetry: it’s sort of my one link with him
in which I can understand him still. Now is it just another manifestation of his illness? Where is
Michael?” (author, 2007).
Fear. Alongside my uncertainty, I also experienced some very real fear. Two strong
memories are recorded in the data. In the first, my brother was very ill and upset: “‘Goddammit!
Why won’t you just listen?’ he bangs the cabinets, yells. ‘What if it doesn’t work?’ Mom assures
him the medicine will. ‘But what if it doesn’t?’” (author, 2006). In another, he shares his
suicidal ideation with me: “‘I want to die. I want to die, die, die, die, die. I don’t want to live
anymore.’ ‘Michael, you wouldn’t do that though, would you?’ ‘Why not?’ it was bitter and
forced . . .. I was scared” (author, 2007).
Guilt. A sense of guilt pervaded the data: “Lately I’ve been ignoring his calls simple
because I don’t have the time. (Doesn’t that sound horribly trite)” (author, 2007), and “Too many
things have been going right for me lately, and though I’m not complaining for myself, it’s hard
to watch Michael” (author, 2008). I was keenly aware of the differences between us when I
wrote:
So who knows if he’ll have another [girlfriend] in his life. But I have another boyfriend.
Who knows if he’ll have a full-time job. But I’ve got an internship for the summer lined
up. Who knows if his Friday night will consist of more than a couple of beers and a
movie at home, who knows if he’ll lose the weight he wants to lose, who knows if he’ll
get better: I’m sitting here, eating chocolate, dreaming up ideas of what could maybe
possibly happen (author, 2008).
Even early on, I wrote, “How can I say my life is hard? I love him so much” (author, 2006).
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Powerlessness. Impotence in the face of Michael’s illness is another theme that the data
indicates. I wrote, “I’ve begun to look at life—more, look at Michael—as that one person who
can and tried but doesn’t. So much of life can seem like that—we can, and we should and so we
try—and it fails. Why do things work out the way they do? . . . the seemingly insignificant
details get to you every time” (author, 2007). I also wrote, “Sometimes it is so hard to see the
suffering,” (author, 2006) and I recall an instance where I felt powerless: “Seeing him walk
immediately from the car to his lawn chair in the garage, a walk so direct it frightens, plunk
himself down, lighting a cigarette and inhaling it with every spare cell of his lungs, like his life
depended on it, today, I didn’t know how I can stand not loving him” (author, 2007).
Primary Experiences of Ill Sibling
On a basic level, the data records that my experience of Michael was that of de-evolution:
he moved from being an older brother to a younger one. As discussed earlier, I likened him to a
three-year-old (author, 2006), and I noted with wry sarcasm that he even beat our toddler nephew
to waking me up the morning after a cross-Atlantic flight (author, 2007). I also served as a
babysitter: “Michael needed someone to stay . . . with him” (author, 2007). But mostly, the data
indicates that I increasingly observe Michael’s other-ness and alienation.
The ill sibling as ‘other.’ Twice I likened Michael to the people I’d seen doing outreach
service to my college town’s homeless population. “He is like the men and women I used to see
at the Epicenter: his hands play with themselves; he talks to himself irregularly, he sleeps and not
sleeps and drinks coffee like it never ends” (author, 2006). In another instance: “We had
homeless ministry tonight . . .. I can’t forget Alice’s face. . . Mark called today to say that he
was participating in another study at [another university]. I wonder what these studies consist of .
. . Alice says that she has to take up 16 pills a day” (author, 2006). Michael is also likened to
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another when I am out shopping with my Aunt Liz, who works as a school administrator: “Liz
told me about having to tell one of her students that her older sister had just died in a car accident
while on her way to the mall. ‘I can still hear her wail,’ she said. Going back (just as my thoughts
are) now, to Friday night—Michael. He suffer[s]” (author, 2006).
The ill sibling as alienated. Being “other” implies that my brother is alienated. I wrote,
“He really doesn’t have that many friends, does he? I mean: he has people ready and willing to
help him, but FRIENDS, people he can go out and grab a drink with and talk about sports or war
or politics—people of those variety he really has none” (author, 2007). I mention a day trip to
see out of town relatives and mention that we “dropped Michael at the monastery” (author,
2006); I’m uncertain if it was Michael’s idea to spend the day there or ours. I describe yet
another extended family gathering in which he is “sitting on the landing [of the stairs],” away
from the rest of the family (author, 2006).
Primary Experiences of the Family System
As Michael became increasingly ill, the data indicates that I felt an increasing sense of
displacement and isolation. I wrote that I felt “invisible” and “frustrated—I feel separated from
all that I love” (author, 2006, 2007). I became uncertain of my place in the family as I wrote:
“[Mom has] been so distant in the past few months I didn’t even know that she cared for me—or
at least even thought about it anymore. It was all swallowed up in Michael Michael Michael
Michael Michael” (author, 2008). I wrote that at that time, home was “not restful”; a place
where I “can’t relax” (author, 2007). At one point, I posed the question: “So what is being home
like?” (author, 2007) and answered it so: “Well, this is sort of the weekend from Hell” (author,
2007). I planned on summer breaks from college being difficult: “I think . . . much of this

THE BOND WE SHARE

41

summer is going to be about—being thrust into situations that are awkward and uncomfortable”
(author, 2007).
Unique vantage points of well sibling. Part of this sense of isolation came from the
view that I was afforded as a well sibling. I wrote, “Four months away from him, I have realized
that he [Michael] is debilitated. They [my family] have lived with him for four months and
cannot always see the total effect” (author, 2006). Yet distance was not the primary factor here:
our positionality as well siblings was. For instance, our younger sister was living with our
parents and Michael at the time and she confided in me that our dad seemed “awfully tired” and
that “he gets up too early to help Michael a little with his route” (author, 2006).
How other family members are doing. Part of the pain that I experienced as a well
sibling was watching how the ill sibling negatively affected other members of the family. I
wrote, “Mom is incredibly stressed right now . . .. she must get so frustrated sometimes” (author,
2007). I see my younger sister pulling away from the family too, and I characterized her in my
writing as “independent, fiercely so” (author, 2007). With concern, I record an ailment my
mother experienced: “Mom was up last night, or rather this morning, because of her eye.
Apparently for the last several months the gel next to the retina has been tearing away from the
retina, thus causing problem—not to mention probably some pain. Mom sounded tired as she
picked up the receiver [to talk to Michael]” (author, 2007).
Managing These Experiences as a Well Sibling
As the data suggests, my brother’s illness evoked intense emotions, spurred acute
observations, and enabled distressing experiences. Self-denial became one of my primary coping
mechanisms, but I did latch on to more positive methods as well.
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Self-denial. In the early stages of Michael’s illness, the data suggests that I tried to
increasingly deny the force and veracity of my own emotions. I wrote that because of Michael, I
kept “trying to look at the bright side of things . . . or [to] really even just [try] taking care of
myself and not complaining” (author, 2007). Or again, “I’m trying to look on the bright side of
things. Michael is huge in all of this” (author, 2007). And then: “There is nothing we can do
about what other people need—they need it. We can do something about our response to it, even
if it means a complete denial of self-ish desires” (author, 2007). It should be noted in that I
purposely hyphenated the word “selfish,” as if it emphasized the nastiness of the self who spurs
such a vice on. Yet even more blatant was my self-denial when I wrote this: “And sometimes I
just get so tired of pretending and tired of being grown up and then [I] realize that [I’m] not
pretending and even [I’m] tired it doesn’t matter because this is what I am” (author, 2008). This
passage seems to imply that “what I am” is necessarily someone who must have it all together:
even if I think I need help, it is not coming.
Finding ways to connect with Michael. Some of my most frequent notations regarded
ways that Michael and I found to connect: over nine times, the phrase “Michael called today,” or
some variation of “Michael and I went to [the bookstore, the coffee shop, a nearby town]”
appeared (author, 2006, 2007, 2008, 2009). I tried to re-appropriate to Michael his big-brother
role: he helped put a mailbox back after I inadvertently drove into it (author, 2008) and he
educated me on the difference between cheap and “top shelf” whiskey (author, 2006). He told
me what travel guides to buy for my semester abroad (author, 2006). When our older sister went
into premature labor with our nephew, he was the one who let me know and directed me on what
to do (author, 2009).
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Setting boundaries. Although self-denial could be construed as antithetical to
boundaries, the data suggests that I still saw some value in setting them (even if I couldn’t follow
them). I wrote, “Mom’s patience with Michael deserves a note—she really is flexible with
Michael, not too rigid nor has she bowed down completely either. She picks her battles well”
(author, 2007). I write with gratitude of a time when my mother and I had planned to watch a
movie, and so, since Michael determined that this plan would ruin his ability to study for an
exam in the house, he had to go elsewhere (author, 2007). And I note when a boundary is
violated, such as the previously mentioned experience of being woken up too early after a long
trip home (author, 2007).
Finding wisdom and humor. The data on this coping mechanism was slim, but still
strong. Once I was sure to add a note about what a fortune cookie had revealed: “You have a
very lively family” (author, 2006). Another time, I pondered what Betty Ford’s death must have
meant to her family as they managed her addiction: “We all tack on and subtract years from
others’ lives, but I think a majority of the time—we tack on. Where would we be without
others?” (author, 2007). The data also shows that I wrestled with what it meant to love someone:
“I asked Mom yesterday if loving was always so hard. She said, sometimes it isn’t—but love
isn’t always what you feel” (author, 2007).
Discussion
When I first started this thesis, I had one priority: more than anything, I did not want this
to be yet another exploration of how painful and difficult a diagnosis of SMI can be. Hadn’t my
brother, and my family, suffered enough? I wanted to stay with the themes anticipated and
delineated in my methodology section: themes that explored the negative emotions experienced
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by the well sibling as a result of her ill sibling’s SMI, the positive impact that siblings could have
on each other, and those experiences which established a sense of shared reality and bonding.
The data, however, had other ideas: it practically oozed distress. Wading through it
became an exercise in tenacity and fortitude. (Peculiarly, it became easier when I started using a
pseudonym for Michael rather than his real name.) Like it or not, I had to realize that the well
sibling experience of an ill sibling’s SMI is painful and glimmers of hope, though real, are faint.
Perhaps I should have anticipated this more: Rolland (1994) wrote that “the psychosocial strains
on a family with a member suffering a chronic or life-threatening condition can rival the physical
strains on the patient” (p. 1). Ellis (2004) said that “honest autoethnographic exploration
generates a lot of fears and self-doubt—and emotional pain . . . Just when you think you can’t
stand the pain anymore—that’s when the real work begins” (p. xviii). This is not an easy
subject: I should not have expected an easy answer.
Or any answer, really. If anything, the data illuminated the path I had walked as a well
sibling coping with my brother’s illness. I had long since considered this path dark and
untraceable: the process of this paper showed me it was not so. Yet the data culled from this
process also confirmed that the path was very different indeed from the one marked out in the
literature review. The following discusses what I found along this path and the implications
therein for social work.
Data Correlations with the Literature Review
The most conspicuous correlation between the data and the literature is in my experiences
of guilt. In the data, there is a constant pulse of shame: not necessarily of Michael, but rather of
myself within the context of him. It appeared that any time I was frustrated, distressed, or
discontented within my own life (an understandable occurrence for a college student), I
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constantly compared it to my brother’s suffering. It’s
difficult to say why I did this: was it to find some way to stay
connected to him, despite our many distances and
differences? Rosetti & Hall (2015) observed that when a well
sibling leaves home for the first time, feelings of guilt often
arise. Or maybe it was because I did not understand the
import of my own current life stage: I minimized my
progressive autonomy because the shadow of my brother’s
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During the process of data collection, I
came across a poem I wrote in 2016
that spoke to the fear I felt in 2007:
I don’t tell him, that I still remember,
Vividly,
His calls to me:
Sobbing, that he doesn’t want to live
anymore.
Sobbing, that he can’t do it anymore.
Sobbing, to his little sister,
His little sister fresh away in college,
That life at home with demons,
Is hardly life at all.

illness already loomed so large. Rolland (1994) wrote that
“diseases exert an inward pull and require increased family
cohesion. In this sense, they are naturally out of phase with
families in . . . a period of more individual autonomy and less
cohesion” (p. 122).

Nine years later, the emotions that
dominated my experience of my
brother’s illness—resentment, fear,
anger, guilt, sorrow—remained, wet
and sticky in my brain.
Figure 6. Personal Reflection E

Or, as Leith et al. (2018) suggest, did I feel some ambivalence regarding my brother and
my role in his life? Walker et al. (2005) discerned that ambivalence is “an expected outcome of
the lack of clarity between what is voluntary and what is obligatory” (para. 25). The data
certainly speaks to my almost overwhelming feelings of bewilderment: my comprehension of
SMI was limited to what I had read in 19th century Russian novels. I had little idea of what his
medications were, let alone their side effects. I didn’t know about positive and negative
symptoms, that a lack of insight is common, and that the threat of suicide is grater in the early
years of the disease (NAMI, n.d.; National Institute of Health, n.d.). I had no idea of the
trajectory of the illness nor what was going to be expected of me long term. This uncertainty,
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coupled with my own high levels of stress, created an environment in which guilt could take
root.
It also created an environment where resentment could flourish. The literature suggests
that guilt and resentment are closely related; paired like ugly sisters (Chen & Lukens, 2001;
Choi, 2018; Lukens et al, 2004; Torrey, 2019; Rolland, 1994). Lukens et al (2004) noticed that
well siblings “simultaneously expressed fear, anger, and concern for their sibling and both anger
and tremendous caring for their parents” (p. 490). Choi (2018) writes in her op-ed for The New
York Times that “we have always believed that [our well children] should take responsibility for
their [ill] brother when we no longer can . . . [But] I wonder if we somehow hardened their hearts
instead of softening them. [My husband] reminds me that few people accept familial duty with
joy” (para. 13). And Rolland (1994) remarks that “sometimes guilt and anger merge” (p. 219):
“Particularly in life-threatening and disabling disorders, siblings can easily become forgotten
family members” (p. 217). In my own data, I can see how resentment seeped into my attitude
towards my brother: I wrote to my feelings of isolation and abandonment, of it all being
swallowed up in “Michael Michael Michael Michael Michael” (author 2008). I wrote that I was
frustrated that he did not have to control his thoughts, words, or actions because he was
“mentally ill” (author, 2006); I recorded my anger as I watched my parents relinquish again and
again their basic needs to his seemingly limitless ones (author, 2006; 2007; 2008).
Then of course there is fear. In the literature, this fear was split between a fear that the
well sibling harbored that she or her children would become ill, and the fear that the ill sibling
would become physically violent towards themselves or others. As always, it should be noted
that those living with a SMI are more likely to be the victims of a violent crime than to commit a
violent crime (National Alliance for Caregiving, 2016; Rudnick et al., 2014; Thompson, 2007).
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Still, though my own data was not wildly concerned with my own wellness nor my children’s, it
does show that I was very concerned about Michael’s potential for violence: for instance, when I
record that Michael was banging the cabinets and yelling (author, 2006), or when he called me to
express his suicidality (author, 2007). Thompson’s 2007 study demonstrated that violence or the
threat of violence significantly increases a caregiver’s feelings of stress and burden, in part
because of the unpredictability of the violence. “The more unremitting and unpredictable [the
actions of the person with SMI are,” Thompson (2007) writes, “the more they may be perceived
as taxing, and consequently the more stress a caregiver may feel” (p. 321).
The natural solution to a situation of chaos is to create a situation of control: that is, to set
boundaries. The data demonstrated that I appreciated boundaries: i.e., when I noted that Michael
had to study elsewhere so my mother and I could watch a movie as planned (author, 2007) or
when I wrote that our mother is “not too rigid nor has she bowed down [to Michael’s demands]
completely” (author, 2007). But the data also demonstrated that I did not know how to create
and enforce these boundaries in my own life, such as when I wrote, “there is nothing we can do
about what other people need: they need it. We can do something about our response to it, even
if it means a complete denial of our self-ish desires” (author, 2007). This quote further tells me
that I invalidated my own needs, thereby destroying the possibility of establishing good
boundaries. Rolland (1994) wrote that chronic illnesses may increase a family’s likelihood to
perpetuate “rules regarding loyalty through sacrifice and caregiving” (p. 116). This can be a
“major precursor of family dysfunction” (Rolland, 1994, p. 116).
Data Differences from Literature Review
When I contrasted the literature with the data, there were more differences than I
anticipated. For instance, I was surprised to see that the data demonstrated that I was not as
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anxious about my brother’s future caregiving needs as I
would have expected. Currently, it is one of my primary
anxieties: in the early years of Michael’s diagnosis, it was
hardly mentioned. When I pondered my own life trajectory,
I wondered what his would be (author, 2007; 2008), but I
did not question how they might intertwine. Although the
literature does indicate that siblings are usually not the
primary caregivers, it does suggest that siblings are aware
that it may be a future role (Horwitz, 1993; Hortwitz et al.,
1992; Lukens et al,, 2004; National Alliance for Caregiving,
2016; Sadath et al., 2017). This ambiguity spurs concern in
siblings who wonder what they will need to do when the
primary caregiver passes away or is no longer able to care
for their ill sibling: Lukens et al (2004) remarks: “Worry
and fear regarding the unpredictability of the future . . .
colored memories of the past [for siblings and intensified]
the present sense of burden” (p. 493). Perhaps I did not
mention future caregiving concerns in the data because I did
not understand the illness nor its prognosis; or maybe it was
just because I was too focused on my own needs. Maybe I
was too overwhelmed by Michael’s day-to-day symptoms.
If I were to hypothesize from a FSIM framework, I could it

48

It was early on in my Master of
Clinical Social Work program and we
were knee-deep in experiential
learning of effective group facilitation.
My classmate April was leading a
handful of us in a psychoeducation
session on grief. She spoke of the pain
of losing her brother a few years prior
in a traffic collision; she described how
even though his death was final, the
pain never went away. She also spoke
of the collateral losses from her
brother’s death: she had lost contact
with a beloved sister-in-law and niece.
She called this ambiguous grief.
“Ambiguous what?” I asked.
“Ambiguous grief,” she said. “It’s
when the person is still physically
there but may be psychologically
absent; or when the person is
psychologically there but physically
lost.”
I suddenly had the feeling that two
floating shards in my brain had
suddenly collided, and then clicked
together neatly like two unexpected
puzzle pieces; blue sky meets green
grass. I was surprised: I didn’t think I
had an unfinished puzzle in my
brain—or at least not an unfinished
puzzle related to grief. Yet here was
incontrovertible evidence that perhaps
I did.
Social work has a way of doing this to
its practitioners sometimes. After all, I
like to say that I went into social work
because someone was going to need to
take care of Michael someday, and that
someone may as well be me. It
certainly sounds nice. But when April
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was because I was in my early 20s, a time when it is not
expected for me to worry about my parent’s aging (Rolland,
1994).
The most startling difference between the data and the
literature, however, was in how I perceived my brother. I
may not have known much about this illness, how it is
managed, or even how to access information. What I knew
was only what I observed, and it was this: the more Michael’s
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broached the topic of ambiguous grief,
my reasonings began to shift: I don’t
think I went into social work for him.
I think I did it for me. I think I needed
to know that I wasn’t crazy, that I
really had been wounded by his illness.
I needed to see the bigger context of
his illness, and I needed to find a way
to heal myself. Mostly though, I
needed to ensure that these pains,
which must be encountered by so
many, were not perpetuated.
Figure 7. Personal Reflection F

illness caused him to fold into himself, the more I tried to
grasp at him. Even 700 miles away from him, I could not discount him. I saw him in a homeless
woman, and I likened him to the high schooler who died driving to the mall. I found him in the
group homes I volunteered at the learned to talk to him at soup kitchens. I read his poetry
voraciously, searching for the brother I once knew. But I still felt hopeless when I watched him
walk away, alienated by his illness. I found him everywhere and still felt his absence: “lonely”
and “alone” are used nine times within the data selection; “lost” and “frustrated” are used ten
times (author, 2006; 2007; 2008). I think I best encapsulated my feelings in a passage I wrote in
my journal many years later, around 2016: “[we] watched him grow up full of promise and then
watched his brain atrophy . . . . This boy, who could converse in Russian and Spanish, was now
holding conference calls with voices silent to the rest of us.” Despite best intentions from both
Michael and me, I began to feel like I was “mostly another card on his Rolodex” (author, 2016).
This pervading sense of grief and loss is hardly recorded in the data. Only one article
(Stålberg et al., 2004) delves into this sorrow; even Boss’ (2006) seminal text on ambiguous loss
mentions sibling grief only superficially. Yet its presence in the data is so profound, that I
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cannot help but wonder if it is key to understanding the well sibling experience. That is, well
siblings do not experience guilt, anger, sorrow, or resentment as much as they experience grief
moving within diverse forms. If so, this bodes well for our phenomenological framework for
two reasons. The first is that this grief was a result I did not intend to find; in phenomenology,
“the subject is not conceived as directing the meaning. Rather, the intended meanings come into
being” (Vagle, 2004, p. 43). The second reason is that hermeneutic phenomenology studies
relationships between intersubjective objects (Vagle, 2018). As the results show, the well sibling
experience of SMI is that of being in grief; drawn fully into the experience and its multiple
manifestations.
Implications for Social Workers
If we are to understand the well sibling experience of SMI as a grief experience, our
methods of managing well siblings would transform significantly, from micro to macro level
interventions. The hope would be that once well siblings feel supported in their grief, they may
be better prepared to undertake the necessary steps to support their ill siblings in a respectful and
mutually healthy manner.
Micro level interventions. Following a SMI diagnosis, the individual affected by the
illness is almost always immediately referred for psychotherapy services (National Institute of
Health, n.d.). This same salutary service should automatically be offered to the families of those
affected by SMI as well. The benefits of therapy are profound and well-documented: the
American Psychological Association (2013) wrote that “clients often report that the benefits of
treatment not only endure but continue to improve following therapy completion” (p. 321).
Psychotherapy has also been found to be more cost-effective than medication in the long term, is
beneficial across the spectrum of life development, and has higher rates of adherence (American
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Psychological Association, 2013). A well sibling who undergoes therapy as a young adult is
more likely to become more understanding of their parents, while also developing a better sense
of psychological separation (Werbart, Grünbaum, Jonassen, Kempe, & Kusz, 2011): a
maturation that could ease tense family relations.
For the therapist or social worker, well sibling informed practice requires work that is
cognizant of loss: well siblings are also grieving siblings. Like all grief, it may take many
emotional forms—i.e., anger, alienation, denial, self-effacement, etc.—but each of these
emotions have their roots in loss (Hooyman & Kramer, 2006.) Therapy should therefore include
psychoeducation on grief, family systems, and resilience (Hooyman & Kramer, 2006).
Mezzo level interventions. Individual therapy is one positive step, but family therapy
and psychoeducation are other positive implementations which can benefit more people at a
higher level. Sibling group therapies, for instance, can help family systems understand “patterns
of behavior and interaction” amongst each other (Hamlin & Timberlake, 1981). They can also
help siblings construct a narrative of the illness that includes the whole family’s experience
(Rolland, 1994), possibly resulting in a decrease of negative expressed emotions (Sadath et al.,
2017). Family therapy could also give siblings a chance to discuss future caregiving
expectations.
Family psychoeducation, such as those offered by NAMI, helps family members learn
about the signs and symptoms of mental health conditions as well as the importance of self-care,
crisis management, and local resources (NAMI, n.d.). Family-to-Family, a 12-session program
for families of those living with SMI, has been found to “significantly improv[e] the coping and
problem-solving abilities of the people closest to a person with a mental health condition”
(NAMI, n.d., para. 1). It’s peer-led model is especially beneficial: the teachers are all NAMI
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trained consumers and family members (Burland & Nemec, 2007). Since 1991, it has graduated
over 115,000 people (Burland & Nemec, 2007).
Family interventions do come with one caveat: their efficacy hinges upon variables such
as “phase of illness, family and patient life cycle states, and cultural backgrounds” (Dixon,
Adams, & Lucksted, 2000, p. 14). Despite NAMI’s success in family intervention programs,
Dixon et al. (2000) found that families whose loved one was undergoing their initial episode of
psychosis needed radically different programming than those whose loved one has been ill for a
longer period. Dixon et al. (2000) also cautioned against presuming to know the needs of all
families managing SMI, noting that more research is needed on multiple levels.
Family interventions are also dependent on member participation and involvement.
Goelitz (2003) suggested that families who are limited in their ability to attend support groups
such as Family-to-Family, would benefit from a telephone-based support group. Luxton,
McCann, Bush, Mishkind, & Reger (2011) suggested a more technologically advanced
smartphone-based intervention system. Research has yet to determine which method(s) prove(s)
to be best in engaging well siblings.
Macro level interventions. Research would qualify as a macro level intervention. The
dearth of information on well sibling needs, experiences, and the supports they can provide their
ill siblings is enormous. It would be interesting to determine, for instance, how many siblings
plan on being involved or are currently involved in the care of their ill sibling. It would also be
helpful to learn how many primary caregivers are depending on well siblings to take over the
caregiving duties once they have passed. Barriers to well sibling care should also be explored,
from both familial and political system vantage points.

THE BOND WE SHARE

53

There should also be more diverse research. An extensive amount of literature was
reviewed for this paper; however, only one paper studied possible ethnic differences in
caregiving duties (Horwitz & Reinhard, 1995). Ethnic, racial, gender, cultural, and
socioeconomic differences in caregiving expectations and experiences need to be explored. For
instance, an article in The Atlantic compared the voices heard by those living with schizophrenia
in the United States and Chennai, India: those living in India were more likely to hear benign,
non-violent voices and even considered these voices a vital part of their social network (Khazan,
2014). If this were the cultural experience and expectation, how would the well sibling
experience change?
Macro level political interventions should recall that well siblings will likely play a
significant role in their ill sibling’s care after the death of the primary caregiver (Horwitz, 1992;
Meltzer, 2017; Meltzer 2018; Rolland, 1994). Meltzer (2017) notes that in Australia and the
United Kingdom, sibling caregivers are referred to within social policy as “young carers” (p.
1013). The social policy in the United States has, to my knowledge, no such language.
There is also a supreme lack of support for informal caregivers, siblings or otherwise.
Social policy regarding caregiving is complicated, convoluted, or even outdated (Rocco, 2017).
Informal caregivers are at risk of financial duress: they can lose as much as a half million dollars
over the course of a lifetime by participating in their loved one’s care (Rocco, 2017). The
National Research Council (2010) stated that policies regarding free or reimbursed care options
are labyrinthine and confusing: “Even seasoned health professionals with detailed knowledge of
and experience with health care systems find care coordination for care recipients a formidable
challenge” (para. 24). Appropriate social policy should reflect the needs of its users: this means
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that current caregiving policies need to be refined and simplified. Furthermore, sibling and other
non-traditional caregivers should be included in social policy advancements.
Data Results and the Conceptual Framework
One facet of this research that has not been discussed within a phenomenological lens is
its intentionality, or the “relational connectedness of meanings between humans and the world”
(Vagle, 2018, p. 12). The intentionality I experience as a well sibling cannot be reiterated
verbatim for another person, no matter how similar her situation. Thus, although grief may be a
foundational emotion for many siblings, social workers should recall that all siblings will
experience grief differently: or perhaps not even identify grief as a foundational element of their
well sibling narrative.
And yet: phenomenologists also believe that consciousness is “of something,”
particularly of the “interconnectedness” between “human beings and things of this world”
(Vagle, 2018, p. 29-30). Hermeneutic phenomenology invites the subject into the phenomenon
itself—and so into a broader understanding and awareness (Vagle, 2018). My experience, as
illuminated by this research, was that of a myriad of emotions, glued together by spiraling grief.
Even if it is a unique experience, it is one that practitioners should still enter and bring forth as an
example for other struggling families. Perhaps something will resonate.
After all, it is up the practitioner to intervene in a way that “facilitates the creation of [an]
empowering, collaborative therapeutic relationship [in order to promote] healing” (Rolland,
1994, p. 64). Hermeneutic phenomenology and FSIM dovetail to remind its practitioners that no
illness exists within a vacuum, and that the demand of functioning as a family while coping with
a chronic illness are significant indeed (Rolland, 1994).
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Limitations of Research
There were, undoubtedly, limitations within this research. The first can be found within
the narrowness of the research itself: as discussed earlier, the primary exploration was that of a
white, middle class woman. Ethnic, racial, cultural, and socioeconomic differences in both
perception of and response to SMI was not explored.
The method of autoethnography also necessarily constrains the voices that can be used in
any given study. This paper was the result of just one sibling voice: in my post-reflexive
statements, I found myself pondering whether my other siblings (two sisters and one other
brother) had the similar reactions to Michael’s illness as I. Their input, and the input of other
well siblings, would broaden the research base. Others also question the validity of
autoethnography as a research method. Although I have already covered some of these
criticisms (and my methodological response) to them, it is worth noting that some may discount
the research because of methodology alone. Thus, research that utilized a different design would
be beneficial.
One last limitation of this study was time. I wildly underestimated how emotionally
difficult it was to unpack and analyze one of the more difficult experiences of my life. Although
I am proud of what I accomplished in the time frame that was required of me, I do wonder what
other insights could be gained after more time spent with the literature and data.
Closing
After the year 2009, the data begins to drop off. Michael and I are both busy rebuilding
our lives: he, writing poetry, working as he is able, and grappling with his “new normal”; I with
building a little family of my own. We see each other a few times a year, exchange small gifts
occasionally, and talk on the phone almost daily, sometimes twice a day. I still struggle with
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setting boundaries: something in me does not want to be so explicit. There are other days too
where resentment and anger towards Michael overwhelms me, usually when our parents miss out
on some event with my children because they are too busy tending to him. And of course, I’m
still sad about him. As the following passage, written in 2018 demonstrates, my grief is not yet
completely resolved:
My reality of Michael at this time, eighteen years into his illness—half his life, more than
half of mine—is that sometimes I’m a sister, and sometimes I’m a card in his Rolodex. I
never know what I’m going to be when I pick up the phone: it doesn’t change daily, it
changes hourly and mid-call. Often, he asks me “what is wrong” with him; other days he
will say, “Stop trying to be my therapist.” Once in a while, he will ask how I am doing
and offer some well-meaning advice. Once in a great while, he will offer sincere
compassion back to me . . . . [But] we usually just tell corny jokes to each other” (author,
2018)
Maybe, this is okay. Maybe this grief, like my brother’s illness, has yet to be entirely
cured or even appropriately addressed. Maybe our interactions have yet to become entirely
reciprocal or even noteworthy. That can be expected in relationships even with people who do
not live with a SMI. As Michael’s sibling, as someone who loves him deeply and is concerned
constantly for his welfare, I know that I ask a lot out of him. Schizoaffective disorder is hell, and
every day he has the courage to be patient with himself, to forgive his insecurities, to ask for
help, and to accept the parts of himself that are at odds with who he wants to be or is expected to
be. As his sister, I applaud his maturity and wisdom in doing so. And as his sister, I can extend
those same graces to myself.
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